INTRODUCTION {#Sec1}
============

Reflecting the resumption of trans-national migration, the number of U.S. States residents over the age of 5 who speak a language other than English at home exceeded 45 million in the 2000 census.[@CR1],[@CR2] Addressing the health care needs of LEP patients requires attention to both language and culture, which connect in complex ways among diverse patient populations.[@CR3]--[@CR6] Research has documented that differences in language and culture can cause breakdowns in provider--patient communication; that communication may be aided by language and cultural concordance between providers and patients; and that when providers and patients do not share a common language, well-trained providers and professional interpretation services provide the best outcomes.[@CR7]--[@CR12] Several case studies have documented that poor outcomes can result when the links between language and culture receive insufficient attention, but these linkages have not yet received widespread attention in clinical literature.[@CR13]--[@CR16] Key questions for continued exploration include how language and culture together shape the clinical encounter, how the interaction of language and culture is affected by the presence of a trained interpreter, and how health care delivery systems can best meet the challenge of communicating across the linked landscapes of language and culture.[@CR17]--[@CR19]

The goals of this study were to analyze in a holistic way how language and culture combine to influence communication in everyday clinical encounters and to develop strategies for addressing this issue. To accomplish these goals, we used qualitative research methods to collect data from a purposeful sample of individuals (patients, physicians, nurses, interpreters, and others) involved in cancer care in a Russian-speaking émigré community in San Francisco, California. We focused on cancer care among Russian-speakers because prior research has suggested that linguistic and cultural factors combine to negatively impact processes of cancer care, in general, and among Russian-speaking émigrés in San Francisco, in particular.[@CR20]--[@CR22] In addition, because Russian-speakers are generally identified as white, data from this population may shed light on the dynamics of linguistic and cultural barriers per se because barriers experienced by Russian-speakers may not be highly conflated with those stemming from racial minority status. We selected qualitative research methods because these methods are appropriate for documenting processes of care in a holistic way.

METHODS {#Sec2}
=======

Background and Setting {#Sec3}
----------------------

Over 2 million people have immigrated to the United States from the countries of the former Soviet Union (FSU, including Russia) since 1954, with main resettlements in California, New York, Florida, Texas, New Jersey, and Illinois.[@CR23] San Francisco is one of the primary resettlement locations for these individuals, with as many as 32,000 monolingual Russian-speaking immigrants according to a 2002 community assessment conducted by the San Francisco Department of Public Health.[@CR24]

Experiences and socialization in the states of the FSU encouraged émigrés to adopt health beliefs and orientations that differ substantially from those that predominate in the United States. In past decades, providers in the U.S. health care system have generally experienced the behavior of FSU-origin patients as demanding and inappropriate.[@CR20],[@CR25] A specific area of difference from U.S. norms is that FSU-origin families often prefer to protect a family member to spare him or her stress or despair, a disclosure practice that can complicate the provider--patient relationship.[@CR21] Language difficulties present a significant barrier when providing medical care to the émigré community.[@CR21]

Procedures and Participants {#Sec4}
---------------------------

To ensure our work was responsive and meaningful to the community, we adopted precepts of community-based participatory research (CBPR) and grounded theory.[@CR26],[@CR27] The study was initiated and conducted within the framework of the Russian Cancer Information Taskforce (RCIT), which was convened by the local chapter of the American Cancer Society (ACS) to examine and address barriers to cancer care among Russian-speaking émigrés in San Francisco. RCIT included a representative from ACS, providers, and leaders of clinics that provide cancer care to the Russian émigré community, representatives from the local department of public health, and representatives from multiple community-based organizations active in the Russian-speaking community including organizations focused on public health and émigré resettlement. A significant portion of RCIT participants were themselves Russian émigrés whose daily work involved providing care and services to the community. RCIT participated in all aspects of the research including obtaining funding, developing the research strategy and design, developing the interview guides, and reviewing and analyzing data.

We examined issues that arose in providing cancer care to Russian émigrés from multiple perspectives, including those of patients, providers, and families. We used qualitative methods to collect data including focus groups, individual interviews, and participant observation.

We conducted four focus groups---two groups of Russian language interpreters at two medical centers that provide cancer care to the community and two groups of health care providers, including physicians, nurses, social workers, technicians, and counselors, at these centers---following standard methods.[@CR28] We also conducted individual interviews with Russian-speaking physicians who provide primary care to the community and with Russian-speaking patients and family members. All four focus groups were conducted in English and moderated by the second author; the first author co-moderated three groups and another researcher co-moderated the fourth. The second author is an émigré and fluent Russian speaker who is familiar with the San Francisco community; she conducted the individual interviews, all but one of which were conducted in Russian. To triangulate and confirm data collected via the focus groups and individual interviews, we used fieldnote data collected via well-documented procedures.[@CR29] With oral consent from all participants, the first author directly observed nearly all aspects of everyday life in clinics in the relevant medical centers. Observations included provider--patient interactions in clinic waiting areas, hallways, and exam rooms and provider--provider interactions in all areas of the clinic. To record observations, the first author made longhand "jottings" in a small notebook and then expanded these jottings into full fieldnotes as soon as possible.

The guides for the focus group and individual interviews were developed in consultation with the RCIT and revised and refined during the course of the project. We used a semi-structured format in which moderators and interviewers guided participants to address topics of interest. The interview guides varied according to respondent group, as shown in the Table [1](#Tab1){ref-type="table"}. Table 1Guiding Questions for Focus Groups and Individual InterviewsGuiding questionsFor all focus groups and interviews In your view, what are the most substantial issues facing the Russian émigré community with respect to health in general and cancer in particular? What is working well about the healthcare system in general and cancer care in particular for the Russian-speaking population of San Francisco? What improvements would you like to see made in how healthcare in general and cancer care in particular is provided to the Russian émigré community of San Francisco? Do you think written materials, such as pamphlets or newspaper ads, could be useful tools for improving care and/or outreach to this community? How? If written materials might be useful, what would you like to see included or excluded from those materials to make them as useful as possible? What kind of training for healthcare providers do you believe would help improve cancer care or outreach to the Russian émigré community? How can the Russian Cancer Information Taskforce help?For provider focus groups and interviews only What are your professional and professional interactions with Russian speakers? What are some of the challenges that you face in caring for members of this community? Do you find that Russian émigrés present particular challenges in the provision of cancer care as compared with other patient groups with whom you work? What resources do you have at hand for providing care to this population?For patient and family groups and interviews only What are the most important things for a person to do in order to stay healthy? What are some of the challenges that Russians in San Francisco face in seeking to stay healthy? What are some of the challenges that you personally face in seeking to stay healthy? What are the most important steps that Russians in San Francisco can take to improve their health?

Seventy-four subjects participated in this research including 16 RCIT members, 21 focus group participants, 8 individual interviews, and 29 patients, family members, and providers in the participant observation. The use of multiple research methods allowed us to triangulate our results and increase our confidence in their validity. All of our activities were conducted with appropriate human subjects oversight and approval by relevant institutional review boards (IRB). As a condition of IRB approval, we do not identify the participants or settings of this research.

Analysis {#Sec5}
--------

Data collection and analysis proceeded iteratively and was facilitated by Folio Views computer software.[@CR30] Our analytical strategy combined aspects of CBPR as well as grounded theory. Following a CBPR approach, we developed a preliminary set of analytical themes via a review of the literature and discussions with the RCIT, and we then used a grounded theory strategy to refine these themes through ongoing analysis during data collection activities. To analyze data, we encouraged RCIT members to review all the data, coded data according to themes of interest, discussed coded content and passages of interest with the RCIT, and identified and discussed new themes and insights that emerged during the data collection process. We wrote analytical memos to summarize, develop, and refine each theme, and these memos became the input for the [Results](#Sec6){ref-type="sec"} section of this paper. These analytical procedures have been described in the literature.[@CR31]--[@CR33]

RESULTS {#Sec6}
=======

We identified four themes relevant to the issue of language, culture, and translation: limited resources for Russian speakers; language interpretation and cultural practices related to the disclosure of cancer; Russian émigrés' health care experiences in the FSU as a source of fears, expectations, and "challenging" interactions with providers; and suggestions on how to improve care processes among Russian-speaking émigrés. Each of these themes appeared repeatedly in the data.

Inadequate Russian Language Resources {#Sec7}
-------------------------------------

The first theme was that local cancer clinics did not provide adequate Russian language resources. Patients and providers felt Russian was underrepresented relative to Spanish and Chinese, and we noticed more Spanish and Chinese signage and printed materials than Russian materials during our clinic observations. Family members and other non-professionals often provided Russian interpretation services, but our informants reported that family members, especially patients' children, often did not have adequate Russian language skills to interpret medical and technical information. In addition, as one interpreter put it,"You cannot ask a family member to bear the burden\...in a situation like this, it's very difficult to deliver this kind of news and not have it be either a terrible emotional burden or incredibly edited by the family member to take out the hard parts, to save the person from suffering at that moment."

Culture, Interpretation, and the Disclosure of Cancer {#Sec8}
-----------------------------------------------------

The "terrible emotional burden" and desire to "take out the hard parts" mentioned by this interpreter related to the cultural taboo against disclosing a cancer diagnosis or even saying the word within the émigré community. Cancer could be seen as a "death sentence" in the émigré community. Telling patients, especially elderly patients, that they have cancer thus could be seen as "taking away their hope and spirit," it could cause them to become depressed, and it could even diminish their willingness or ability to survive. Some providers avoided the "C" word with Russian-speaking patients in the manner this provider described: "I say tumor \[and\] I think everybody in the room knows what it is and the treatment for a tumor is pretty much the same as treatment for cancer. And we get around it by just kind of using a code word for cancer."

Commonly, however, patients were told of their diagnosis to facilitate full disclosure and informed or shared decision-making. Providers noted that in the U.S. medical culture, it is necessary to discuss diagnoses with the patient even if this makes family members angry because "we can't embark on a program of care unless we have the consent and engagement of the person who actually is suffering from the disease." Several providers reported that "the patient would be really open" to full disclosure and "the family seems to be the largest obstacle."

For interpreters, standard disclosure practices could lead to personal and professional dilemmas. One interpreter described an incident that began when a resident "pull\[ed\] rank on me" and insisted he tell an elderly man he had cancer. The patient replied, "I don't have cancer. No, no, no, this is a mistake." The incident continued:"The son comes by and I'm talking to him and I pull him aside and I said, "do you know that your father has cancer?" And he very matter of factly goes, "Of course I know. He's had it for two years. We've been hiding it from him." I says, "Well, you know, he didn't know." And I'll never forget his face. It just froze and he stared daggers into me. He said, "You told him? You're a Russian man and you told him?" I said, "Well you know, they, you know, I'm just a translator, I'm just translating." He says, "Do you understand what this means to a Russian man? It means you've just given him a death sentence, he is going to lose all hope, he's going to stop eating, he's going to stop drinking, he's just going to curl up in a corner and die. You've just ruined two years of us carefully hiding this from him.""

Anticipating this kind of dilemma, interpreters often tried to make the disclosure "softer" or to inform physicians "about the culture differences." Some physicians agreed to a softer approach, but some, like the resident above, "ask us to tell word by word."

Interpreters, Russian-speaking providers, and family often characterized the complex interactions related to disclosure as a linguistic and symbolic "game" involving patients, family members, and care providers. Playing the "game" was central to "respecting cultural beliefs". But Russian speakers acknowledged the "game" did not always or necessarily mean patients were unaware of their diagnosis. Even as providers and family took respectful pains to shield patients from this information, patients played their role by feigning ignorance, as one Russian-speaking nurse described."My father had colon cancer back in Russia, Ukraine, where I'm from, and our family never told him\...And what I always felt that he knew what he had and he played the game because he didn't want us to be upset that we know that he knows. I'm absolutely sure."

Translation and Health Care System Expectations {#Sec9}
-----------------------------------------------

What accounts for the "game"? Patients, providers, and interpreters and members of the RCIT suggested that differences in the health care system of the United States compared to Russia and other states of the former Soviet Union (FSU) helped explain its origin and some other notable features of language use and translation in health care.

Respondents said the "game" of nondisclosure oftentimes reflected the view of cancer as a death sentence. "They're coming from a culture where the treatments that are available here simply did not exist," explained one interpreter. "There's no treatment, there's no cure, there's no hope." Cancer treatment in the United States was seen as far more effective than that in Russia and the FSU, and the view of cancer as death sentence could and did change over time. Respondents reported that as émigrés spent more time in the US, they came to view a cancer diagnosis in different terms and to alter their disclosure preferences. One interpreter with many years of experience in the United States noted that "patients are different now. They've been living here for a while\...they look differently at many things." Now, interpreters and providers found they could urge patients to view an early diagnosis as "a glass half full" because successful treatment was still likely. In the context of the U.S. health care system, therefore, respondents generally applauded improved treatments and prospects for recovery.

Other aspects of the U.S. system, particularly the provider--patient relationship, were seen as problematic and sources of difficulty in cancer care. Providers recounted these difficulties in painful detail---Russian-speaking émigrés who violated the norms and rules of the cancer clinic by demanding to be seen without an appointment, by refusing to be seen by some providers (nurses, residents, or fellows) and demanding to be seen by senior physicians, and by engaging in noisy and disruptive emotional displays in clinic waiting rooms and hallways---and we directly observed difficult interactions marked by these kinds of behaviors during clinic observations. Interpreters and Russian-speaking providers associated these difficulties with system differences between the United States and Russia/FSU. The role of the physician was frequently discussed in this context. To be "a real doctor" in the eyes of the émigré community required not just technical skills and training but also having "a heart, soul." Lack of these ineffable qualities revealed themselves in seemingly minor details of how a patient was examined or addressed, as this interpreter focus group discussion highlights."*Respondent 1*: Simple things like hands on\...Patients get very, almost indignant that they just got palpated for two minutes. I said well they don't know what they're doing, you know, they palpate them and then they send you for a machine.""*R2*: Or listen through the shirt -""*R1 (interrupts)*: - yeah, listening through the stethoscope. In Russia you get palpated for 8, 10 minutes -""*R2 (continues)*: - you undress -""*R1 (continues)*: - because you didn't have the machines, but they were experts."

On the other hand, well-intentioned attempts to involve patients could undermine processes of care for patients accustomed to a different medical system. Informed consent, for example, as one Russian-speaking provider explained, "is not only foreign, but I would say makes a lot of the Russian patients skeptical\... In Russia, you know, you just say do it and that's it. When you start explaining\...the Russians feel that you're somehow equivocating." Translation itself could engender skepticism among patients who expect physicians to "listen to the nuances in the person's speech to get a sense of what's wrong with them" because in Russia "they don't have an MRI machine" to turn to.

English-speaking providers recognized that these different expectations of the health care system could lead to breakdowns in provider--patient communication, and at times, spectacular confrontations. One radiation technician described a Russian patient who had "just throw\[n\] her arms around me, crying, you know, begging me to get the results of her CT scan and the tears streaming down her face." A nurse described Russian-speakers' "strategies" to obtain immediate attention such as "being noisy about it or getting emotional about it or going to the emergency room and saying you have chest pain when you don't." Yet, while recognizing that these interaction styles and strategies reflected differences in their expectations for care processes, providers lamented that they often had the effect of exacerbating communication problems because, as the nurse pointed out, they "actually backfire a lot and make for lots of strained relationships."

Improving Translation and Communication {#Sec10}
---------------------------------------

Respondents provided two suggestions for improving translation and communication. First, they suggested that physicians and other providers take fuller advantage of professional interpreters' services. Russian speakers believed interpreters could help address cultural differences in disclosure and social differences in treatment expectations if they were trusted to move away from "word by word" translation and to broker relationships between care-providers and patients. Interpreters recognized that providers who see "a thousand to ten thousand cancer patients" had to maintain their "clinical objectivity" for professional and emotional reasons. Interpreters suggested they provide culturally sensitive translation and communication by supporting and encouraging providers to talk to Russian patients "as if it was their own parents." The second suggestion was to establish Russian-language support groups for patients and families. To establish a support group in light of taboos against discussing cancer, respondents suggested selective recruitment and emphasizing prevention. A Russian-speaking physician said, "I know patients for long enough, what is good for them and what is bad for them. So support group is fine for particular population, not for everybody." He continued, "prophylaxis is number one for us. What is important---just get tested. What I'm trying to tell my patients, 'go have a mammogram!'" Groups that emphasized prevention, and included survivors, would encourage émigrés to adopt a "glass half full" approach to cancer care, recognize the greater efficacy of cancer treatment in the United States, and overcome diagnosis and disclosure taboos.

DISCUSSION {#Sec11}
==========

Communication between providers and patients who speak different languages requires both linguistic and cultural bridging, and cultural bridging may be particularly challenging in the arena of cancer. The common cultural practice of avoiding the term "cancer" affects cancer care across the spectrum from prevention and screening to treatment and survival with a particular impact on whether cancer patients will be willingly informed of their diagnosis by family members.[@CR34]--[@CR40] While interpreters can help bridge linguistic gaps between LEP patients and providers, differences in access to care across the spectrum suggest the presence of cultural or other gaps that may undermine communication and access.[@CR41]--[@CR48]

The results of our study are consistent with past studies of communication and health care--seeking behaviors in Russian-speaking émigré populations. In broad terms, the Russian-speaking population continues to represent a potentially problematic patient population for health care providers in the United States.[@CR20],[@CR21] Some methods for improving communication and access that we suggest here, such as reliance on interpreters as cultural brokers and language translators, also appeared in previous studies.[@CR21] These continuities in the experiences of Russian speakers in the United States suggest that the cultural practices underlying breakdowns in communication may be relatively stable even as the population of émigrés has changed over time.

Like all case studies, our results have limitations and must be interpreted carefully. Our sample was drawn purposefully rather than to represent any larger population, and our data were collected within a relatively confined setting. It would not be justified to generalize from the results here to the experiences of all Russian-speaking populations nor to other LEP communities. Our use of multiple qualitative methods within the framework of community-based participatory research increased our confidence that our results have validity within the confines of our study sample. Assessing its generalizability would be an appropriate focus for future research.

Despite these limitations, we see this case study as having value in several ways. It exposes the dynamics and logic of how language differences and LEP interact with other social factors to complicate effective communication and care processes within the clinical setting. By examining a European-origin immigrant community, we illustrate how barriers to care for LEP patients may be independent of disadvantage related to minority race. For clinicians, this case study illustrates how language and culture intimately interact in the clinical encounter, highlights some potential drawbacks of communication strategies that rely on word-by-word translation, and offers suggestions of how to partner with trained interpreters to improve communication with LEP patients.

Finally, as a CBPR project, the RCIT has used these findings to seek improvement in cancer care processes in the San Francisco's Russian-speaking community. RCIT developed a new brochure to address cancer treatment in a way the community may find linguistically and culturally appropriate. Future goals of the CBPR include developing a strategy to improve clinical care processes through provider education, changes in clinic procedures, or other innovations.

We thank Stuart Henderson for serving as a focus group facilitator and members of the Writing Seminar at the Institute for Health Policy Studies at UCSF for comments on an earlier draft. This research was supported by grants from the San Francisco chapter of the American Cancer Society (no number) and the Mount Zion Health Fund (no number). In addition, Dr. Dohan received support from a Mentored Research Scholar award from the American Cancer Society (\# MRSGT-05-194-01-CPHPS) and Dr. Levintova was supported by a post-doctoral fellowship in health services research from the Agency for Healthcare Research and Quality (\# HHSA 290200600023I).

**Conflicts of Interest** None.
